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a  b  s  t  r  a  c  t
The  United  Nations  Convention  on the  Rights  of  Persons  with  dis-
abilities  opens  up  opportunities  to  drive  forward  inclusive  policy
for  people  with  disability.  It also  may  serve  as  a benchmark  for the
evaluation  of policy  aimed  at improving  the  lives  of  people  with  dis-
abilities.  For  this  to  occur,  it is  vital  to ﬁx  priorities  for evaluation
using participatory  research  methods  that  place  disabled  people
and  especially  those  who  are  ‘hard  to reach’  at  the  heart  of  the
participatory  process.  Within  this  process,  it will  be vital  to stress
the  commonality  of disability  since  the  goals  of different  organi-
zations representing  disabled  people  may  be in  tension.  It is also
crucial  when  evaluating  policy  to be clear  of  ones  deﬁnitions  and
aims.  There  are  also  fundamental  tensions  within  the  concept  of
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social  inclusion.  In  particular,  it is  vital  to take  into  account  the
potential  tension  between  a social  justice  agenda  founded  on redis-
tribution  or  recognition.  This  may  be particularly  well-illustrated
through the  case  of  cochlear  implants  and  infantile  screening  for
deafness.  Nevertheless,  it is  also  equally  crucial  to  preserve  a  space
for  both  dimensions  within  the  policy  agenda.  This  may  partly  be
achieved  through  participatory  parity  where  all participants  within
the  deliberative  process  have  the  possibility  of  equal  status  and
voice.  Ultimately,  both  tensions  associated  with  the  participatory
process and  the  principles  underlying  inclusion  will be resolved
through making  choices  that are  necessary  for action.  It is  prefer-
able  such  choices  are  made  by  disabled  people  themselves.  Such
choices  may  be informed  through  participatory  action  research  in
which  disabled  people  are  involved.
©  2014  Association  ALTER.  Published  by  Elsevier  Masson  SAS.








r  é  s  u  m  é
La  Convention  des  Nations  Unies  relative  aux droits  des  per-
sonnes handicapées  ouvre  des  opportunités  pour  la  promotion
de politiques  inclusives.  La  Convention  peut  également  être  util-
isée  comme  référence  pour  évaluer  les  politiques  dont  le  but est
d’améliorer  la  vie  des  personnes  handicapées.  À  cette  ﬁn, il est
essentiel  que  les  priorités  de  l’évaluation  soient  déterminées  sur
la  base  d’une  méthode  de  recherche  participative  qui  accorde  une
place  centrale  aux  personnes  handicapées,  en  particulier  celles  avec
qui  il  est  difﬁcile  d’établir  un  contact.  Dans  cette  perspective,  il  est
important  de  souligner  que  les  objectifs  communs  aux  différentes
organisations  représentant  les  personnes  en  situation  de  handicap
transcendent  les  tensions  qui  peuvent  parfois  exister  entre  elles.  Il
est  également  crucial  que  l’évaluation  des  politiques  s’effectue  en
fonction  de  déﬁnitions  et  d’objectifs  clairs.  Le  concept  d’inclusion
est traversé  par  des  tensions  fondamentales,  qu’il  est  vital  de pren-
dre  en  compte.  On  songe  en  particulier  aux  tensions  qui  peuvent
exister  entre  les  programmes  de  justice  sociale  fondés  sur  la  redis-
tribution  et  ceux  qui  sont  fondés  sur  la  reconnaissance.  La  question
des  implants  cochléaires  et  du  dépistage  de  la surdité  chez  les
enfants  illustre  particulièrement  bien  ce dilemme.  Il n’en  demeure
pas  moins  qu’il  est crucial  que  ces  deux  dimensions  conservent  leur
place  dans  les  programmes  d’action  publique.  L’un  des  moyens  d’y
parvenir  consiste  à mettre  en  place  des  processus  délibératifs  par-
ticipatifs  offrant  à  chacun  le  même  statut  et  la  possibilité  d’exprimer
son  point  de  vue  sur une  base  égalitaire  et  paritaire.  Au ﬁnal,  les
tensions  associées  aux processus  participatifs  et aux  principes  qui
fondent  l’inclusion  impliquent  que  des  choix  sont  nécessaires  pour
agir.  Il est  préférable  que  ces  choix  soient  effectués  par  les  per-
sonnes  handicapées  elles-mêmes,  sur  la  base  de  recherches-action
dans lesquelles  elles  auront  été  impliquées.
©  2014  Association  ALTER.  Publié  par  Elsevier  Masson  SAS.
Tous droits  réservés.
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1. Introduction
The French watershed legislation of 11th February 20051, “for the equality of rights and oppor-
tunities, participation and citizenship of disabled people”2, (our translation), as its name suggests,
highlights and illustrates the key principle of social participation for disabled people and disability
policy. The United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) (United
Nations Organization, 2006) strengthens this emphasis on participation and social inclusion stress-
ing the importance of autonomy and the freedom of disabled people to make their own  choices. Such
participatory principles have been taken up by the disability movement and they are increasingly inte-
grated into national legislations and institutional processes. For instance, article 4 states that “in the
development and implementation of legislation and policies to implement the present Convention,
and in other decision-making processes concerning issues relating to persons with disabilities, states
parties shall closely consult with and actively involve persons with disabilities, including children with
disabilities, through their representative organizations” (see also article 33). Thus, the French policy
founded on both the 2005 legislation and decentralisation legislation includes provision for taking into
account the views of disabled people in the framing of policy. Since policy texts have clearly integrated
this participative dimension, the issue to be explored must now be centred on the translation of such
legislative intentions into practice. As researchers on disability policy, we  have accordingly been led to
build a research proposal which seeks to characterise and ultimately to measure the impact of public
policy on the inclusion of people with disability in different countries. This in turn has also led to an
examination of critical issues in relation to how inclusion is deﬁned and what should be measured
with respect to people with disabilities and who  should decide this. Following the lead of disability
organizations, we argue that disabled persons themselves are best placed to decide such questions.
Our concern is therefore twofold. Firstly, to identify existing methods in different countries enabling
the participation of disabled people within needs analysis and evaluation of public policy. Secondly,
to consider how national contexts may  impact on the implementation of such methods. This paper
explores a number of issues that have arisen during the formulation of this transnational research
programme. These relate to, on one hand, obstacles and facilitators in relation to the participatory
process and, on the other, the necessary clariﬁcation in the deﬁnitions and aims of inclusion. The
former will be informed by reference to the French policy context. The importance of the latter will be
illustrated through reference to the case of deaf people and children in relation to cochlear implants.
The building of this research programme has included an on-going series of seminars involving people
with disabilities, the representatives of disabled persons organizations (DPOs), French and Interna-
tional disability and public health professionals and researchers. Through collaborating with different
European researchers, it soon became obvious that, in order to carry out meaningful comparisons, it
will be necessary to select a common benchmark to judge the impact of public policy on the inclu-
sion of people with disabilities. After consultation with disability organizations representatives and
experienced researchers in this domain, the United Nations Convention on the Rights of Persons with
Disabilities seems to offer the most satisfactory framework and common standard. Furthermore, it has
achieved substantial transnational consensus, having been signed and ratiﬁed by numerous countries
(United Nations Organization, 2013). The participatory research programme will include regions from
different European countries, signatories to the Convention.
2. The UNCRPD: a benchmark for the inclusion of people with disabilities
The United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) (2006) has
been hailed as a milestone in the pursuit of the promotion and protection of disabled persons rights.
The convention covers a number of key issues such as accessibility, personal mobility, health, educa-
tion, employment, independent living, and rehabilitation, participation in political life, equality and
1 Loi no 2005-102 du 11 février 2005 pour l’égalité des droits et des chances, la participation et la citoyenneté des personnes
handicapées.
2 Our translation.
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non-discrimination. Importantly, built into the convention (article 33) are mechanisms ensuring its
monitoring and the State’s responsibility for developing tools and procedures for monitoring (United
Nations Organization, 2010). The UNCPRD thus offers a huge potential to be used as a benchmark to
drive forward inclusive policy and to judge whether policies in different countries aimed at ensuring
“participation and inclusion in society”3 are being introduced and adhered to.
Disability is conceptualised within the Convention preamble as resulting from “the interaction
between persons with impairments and attitudinal and environmental barriers that hinders their full
and effective participation in society on an equal basis with others”, and may  clearly be seen as being
coherent with both the International Classiﬁcation of Functioning, Disability and Health (ICF) (World
Health Organization, 2001) and the Quebec Classiﬁcation: Disability Creation Process (Fougeyrollas,
Cloutier, Bergeron, Côté, & Saint-Michel, 1998).
“The concepts of full and effective participation and inclusion and accessibility mean that society,
both in its public and in its private dimensions, is organized to enable all people to take part fully.
Being fully included in society means that persons with disabilities are recognized and valued as equal
participants. Their needs are understood as integral to the social and economic order and not identiﬁed
as ‘special’. To achieve full inclusion, an accessible, barrier-free physical and social environment is
necessary” (United Nations, 2010, p. 22).
This highlights two key dimensions of inclusion identiﬁed in earlier work by the Roeher Institute:
“To participate as valued appreciated equals in the social economic, political and cultural life
of the community (i.e. in valued societal situations) and to be involved in mutually and trust-
ing appreciative and respectful interpersonal relationships at the family, peer and community
level.” (Crawford, 2003).
Castelein (2012), citing the Laidlaw Foundation (2002), in his recent overview of what is involved
in participation also stresses that: “Social inclusion is about making sure that all children and adults
are able to participate as valued, respected and contributing members of society”. Five corner stones
are singled out: valued recognition, human development, involvement and engagement, proximity
and material well-being (we will examine the dimension of recognition in relation to redistribution
later in this article.).
Such dimensions are commonly taken for granted by us all as being the mainstays of a fulﬁlling
life. They may  be taken into consideration within a universalistic conception of what is important for
people with disabilities. In the past evaluations, disability have very much been founded on measuring
functional deﬁcits. Henceforth, it will be necessary to highlight and measure, not what is lacking in
people, but what resources do individuals and society have to enable disabled people to achieve their
aspirations in different situations of importance for the individuals concerned and how this is recog-
nized by society (Ikäheimo, 2009; Sherlaw, Lucas, Jourdain, & Monaghan, 2013). Indeed, equality of
opportunity, as proclaimed in the UN Convention is a matter of identifying and removing the obstacles
which restrict the participation and self-realisation of individuals in society.
3. Inclusion and its evaluation
Recently proposals particularly sensitive to the aspirations of people with disabilities for estimating
inclusion and participation within a population have emerged (Trani, Bakhshi, Bellanca, Biggeri, &
Marchetta, 2011). With similar goals in mind different authors have put forward proposals using
different methodological tools for monitoring whether policy is coherent with the attributes of articles
of the United Nations Convention (Bickenbach, 2011; Madans, Loeb, & Altman, 2011; Mannan et al.,
2012) and others.4
Here, we wish to stress that although we agree with the above-mentioned authors that inclusive
legislative frameworks and policy documents are necessary conditions for inclusive policies, they
3 In the words of the Convention.
4 Notably presenters at the 2 day seminar on the United Nations Convention and its monitoring held on 6,7 December, Paris
(2012): Implementation of the United Nations Convention on the Rights of Persons with Disabilities (CRPD): Concepts and indicators
for  inclusive policies.
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are not sufﬁcient in themselves. Effective implementation of policy and its actual consequences on
the lives of disabled must be taken into account. Hence, the necessity to create additional tools for
monitoring the Convention and more speciﬁcally for evaluating participation and inclusion. Such tools
should also take into account the idea of progressive realisation of rights, especially in developing
world contexts. Bickenbach (2009) has argued that this is a good strategy to adopt on the ground for
tackling the potential tension between respect of culture and universality of rights. If sound evaluation
is lacking it will not be possible to determine whether an intervention or policy initiative has had a
positive or negative impact on the participation and inclusion, or simply put, the lives of people with
disability. Such evidence should inform public health and social policy initiatives but its gathering
is not without challenges, since well-tried and tested methodologies such as randomized clinical
trials are inappropriate. Parallels with the ﬁeld of interventional research related to the evaluation
of health promotion community projects may  be drawn. Hawe and Potvin (2009) have called for “a
science of solutions” favouring the drawing of lessons. Realistic evaluation, which aims to understand
how an intervention or a policy works or does not work, acknowledging the importance of context,
represents a viable option (Pawson & Tilley, 1997; Pawson, Greenhalgh et al., 2005). Analysis of good
on the ground local practice, and its potential scaling up, being collected in the “Making it work”
project5 is noteworthy. This offers practical tools for deﬁning criteria for inclusive policy, allowing
the identiﬁcation, analysis and diffusion of good practice, thus promoting the inclusion of people with
disabilities. The work of Handicap International on local governance in West Africa is also exemplary
(Handicap International, 2010). At this point, we would also like to emphasise that in attempting to
evaluate participation and inclusion it will almost certainly be necessary for researchers and policy
makers to, on the one hand, take into account a number of conceptual tensions and political issues at
the heart of promoting and evaluating social inclusion and, on the other, ﬁx priority areas to tackle
since the resources necessary to evaluate all relevant areas and rights covered by the Convention
simultaneously will be lacking.
4. The relevance of a participatory research agenda for people with disabilities
In order to respect the participatory spirit of the convention, people with disabilities must be
involved in ﬁxing priorities for evaluation. This will necessitate the setting up of participatory research
(French & Swain, 2000; Northway, 2010a, b; Stone & Priestley, 1996). This process may  of course
be informed by scientiﬁc ﬁndings presented in an accessible manner, and indeed the existence of
validated scales of evaluation, but should be led by people with disabilities themselves. It is worth
stressing that this very much resonates with a general move afoot in other areas of community health
such as the Healthy Cities project, Van Naerssen and Baten (2002) cited by Rydin et al. (2012) and
more generally urban health, which also includes special concern for people with disabilities. These
approaches recognize complexity and the necessity for stakeholder and community participation.
The importance of locally rooted interventions and experimentation involving mutual learning is
also stressed. Assessment should be based on a wide range of different sources of knowledge, from
statistical data to professional and user experience. It should take issues of equity into consideration
and involve deliberation and debate around sensitive values and not be seen as being imposed by
external experts. Nevertheless, it may  involve existing assessment procedures as long as these form
part of the dialogue in the community and take into account the needs of vulnerable and marginal
groups (Rydin et al., 2012). The relevance of such a participatory agenda to disability policy is clear.
Even though some may  be still inclined to dismiss participatory research and evaluation as lacking
objectivity, in the ﬁnal analysis, it is difﬁcult to refute the idea expressed by Cook (2012):
“If we are committed to understanding how and why  a particular policy, programme or activity
functions, how can our work be seen as reliable if participants, who hold a unique knowledge
set relating to personal experience of that situation are not involved in that process?”
5 http://www.makingitwork-crpd.org.
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The type of consultation and coordination of such research, involving disabled people, their orga-
nizations and academic researchers, may  vary between countries and indeed regions. Furthermore, it
will undoubtedly be necessary to understand on a national and local basis the facilitators and obstacles
to the participatory process. This process should not be taken for granted as there may  be important
potential tensions to resolve between different players involved in the participatory process within
the disability domain.
5. Mechanisms favouring DPOs involvement and tensions within the participatory process
Despite the fact that the key component of social participation is enshrined in many national legisla-
tions and institutional processes, this does not necessarily guarantee the production of inclusive policy.
Thus within the French context, mechanisms do exist to ensure disabled people and DPOs involve-
ment in the policymaking and implementation process. Participation in the policy making process
is integrated within the national legislation since 1975 with the formation of the National Consul-
tative Council of Disabled People (Conseil national consultatif des personnes handicapées/CNCPH)
(the equivalent local bodies, based on the French local government administrative area, the depart-
ment, namely: Local Consultative Councils of Disabled People, Conseils départementaux consultatifs
des personnes handicapées [CDCPHs] were introduced in 2002). With regard to the assessment of the
needs and health care services to be provided locally, the Commission of Disabled People’s Rights and
Autonomy’6 (Commission des droits et de l’autonomie des personnes handicapées) allows for asso-
ciations representing disabled people to provide initial input in the ‘life project’ (projet de vie)  and
then in the elaboration of help and services packages. However, these devices are far from ensuring
that the voice of disabled people is heard and that their needs are understood and taken into account.
Policymaking often remains a top-down process where national ﬁnancial and service targets may  be
in tension with complex local issues. DPOs have a voice, but this is an advisory one, ‘framed’ by institu-
tional constraints. While it would probably be excessive to assert that these institutional devices only
allow for token participation, it is also difﬁcult to assume that they provide disabled citizens with the
power to control (Arnstein cited by Cornwall, 2008) or even to transform the policies and services. For
instance, DPOs account for only one third of the CNCPH and CDCPHs (alongside one third of the mem-
bers representing state ﬁeld services and local government and another one third made of experts
nominated by the prefects at the local level). In addition, the voice of DPOs does not necessarily match
the views of disabled people. This is the case where these associations also act as care and service
providers and may  therefore represent professional as well as disabled people interests. In a process
where the individualized assessments of needs is paradoxically standardized, the response to individ-
ual needs may  be based on existing services and beneﬁts rather than on the project of disabled people
(Bureau and Rist, 2011; Bureau et al., 2013; Vidal-Naquet, 2009). In addition, some DPOs also represent
the views of the families, whose points of views and priorities may  not necessarily coincide with those
of disabled people themselves. Internationally, a fundamental distinction is made between organiza-
tions of disabled people and organizations for disabled people. Service providers and organizations of
parents are therefore not technically DPOS. However, in the French case there is a historical confusion
between organizations of disabled people advocating for their rights and organizations providing ser-
vices (Bardeau Garneret, 2006; Gardien, 2010). Namely, more often than not, disability organizations
have fulﬁlled both functions simultaneously or claimed to do so. Among other issues, this sparked
the rise of the peer representative movement in France in the 1960s. Disability organizations such
as Association des Paralysés de France (APF) have addressed the issue by splitting between a services
provider side and a militant side, with separate governance structures and hierarchies although placed
under the same umbrella organization. This issue has been raised again during the 2005 law debate
where it was proposed that disabled people (militant) associations and service providers advisory
should be represented in equal measure. However, technical, organizational and ﬁnancial problems
with this solution were raised and the law simply states that associations of disabled people should
be represented alongside associations (also) representing services providers. As a result, non-service
6 Our translation.
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providers disability organization representatives are still a minority in consultative bodies (Gardien,
2010).
One may  hypothesise that pursuing inclusion and participation meets resistance because such an
objective could lead to a change in the rationales of policy actors, service providers and in certain
cases (for example in the French context) DPOs themselves. Participation of the vulnerable and needy
often involves institutions and persons giving up a degree of power, which is no easy option, and is
often unwelcome and strenuously resisted. Such tensions found in all participatory processes may  be
further exacerbated by differences between DPOs built around particular impairments or pathologies
and associated models of care and disability.
6. Challenges and tensions in constructing a commonality of disability
Although one might assume that a sense of common purpose and identity unites people with
disabilities, this may  not necessarily be the case. Indeed, the participatory process involving a sharing
of power may  be far from being straightforward since, contrary to the implicit hypothesis in the
social model; disabled people with different impairments may  not share exactly the same vision
of inclusion (and exclusion) and may  have differing hierarchies of priorities. The “commonality of
disability” as aspired to by Finkelstein (1993) may  still need to be constructed and argued for. As
Lang (2009) argues “different impairment groups and their respective DPOs may  not share the same
political agenda, nor be subjected to exclusion, discrimination and oppression in the same manner”.
Other scholars assert that there is a social hierarchy of disability, whereby it is considered that some
groups have more political credibility than others (Deal, 2003). There may  also be tensions or even
discrimination between disabled peoples organizations, for example between organizations set up to
promote the rights of speciﬁc groups whose identiﬁcation is linked to an underlying disease pathology,
or between organizations which also have the responsibility of running large residential centres for
disabled people. In this latter case, the board of such organizations do not only have to take the interests
of people with disabilities into account but also bear in mind the effect of policy on working practice
of their personnel and indeed local economies (Claveranne, 2012). In some cases, the very existence
of the services set up in the past for the provision of care may  be threatened since they are based on
a policy agenda (e.g. protection and specialised care), which may  enter into tension with the current
disability rights movement objectives stressing inclusion and equality of rights rather than protection
in speciﬁcally designed environments and institutions (see Ebersold, 2009, in relation to education).
Finally, such tensions may  be exacerbated when organizations operate in a political and economic
environment where there are limited resources to solve disability issues or where, as in the case of
accessibility to public transport, technical constraints are high. In such cases, choices may  be ultimately
made on the basis of technical and ﬁnancial constraints, while the interest of some disability groups
(e.g. people with cognitive or learning difﬁculties) may  be forgotten (Menetrieux & Heyrman, 2007).
Nevertheless, the assumption of a commonality of disability is a powerful one. Interests of disability
groups and people would be better represented and have a greater chance to prevail if they presented
a united front, irrespective of their particular impairments. Such a strategy would involve diverse
disability groups either ranking their priorities themselves, rather than seeing their objectives ranked
according to ﬁnancial and technical feasibility, or on the basis of political expediency, or ﬁnding a
common ground so that they are not excluded from debates and decisions which have an impact on
their lives (Minkler et al., 2002). A note of caution may  be sounded here. There is a big difference
between only disabled people having a say with regard to policy and partnership between people
with disabilities and non-disabled people where disabled people have the lead as to what questions
are addressed. “Nothing about us without us” is a perfectly legitimate rallying call and principle of
political participation. But it should not end up in disqualifying all non-disabled voices. Those striving
for a united front, especially in a French context, should and indeed are generally very aware of the
danger of being branded ‘communitarian’. i.e. by systematically claiming that only disabled people
have the right to make claims in favour of disabled people they may  very well paradoxically reinforce
a mono-dimensional idea of identity and the very stigma they are combating (Takala, 2009). Such
exclusion of non-disabled voices it goes without saying is contrary to the universal human rights
based roots of inclusion.
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The above-mentioned issues have come to the attention of disabled people as well as researchers.
Disability organizations promoting an inclusion agenda are intending to involve all disabled people
irrespective of their impairments. For instance, the États Régionaux de l’Inclusion have been initiated
by one DPO (Association des Paralysés de France) but they involve a wide range of organizations rep-
resenting people with different disabilities. In this case, speciﬁc measures akin to those suggested by
Cornwall (2008) (see also Northway, 2010b) have been taken to avoid the pitfalls of participatory and
inclusive processes. For instance, extending invitation to all DPOs, irrespective of the impairments of
their members, explicitly aims to avoid that the agenda is set by a few associations at the expense
of others.7 In addition, speciﬁc attention is devoted to the culture of each organization and to acces-
sibility issues, taking into account all the (physical, sensory, learning and intellectual) impairments.
Preparation and support are provided for disabled not used to the involvement in public debates so
as to prevent self-exclusion processes.
The aim of such initiatives is to set a common agenda and ultimately priorities, while raising aware-
ness among a wider audience and accordingly having an inﬂuence on policy8. In this respect, the
Convention provides both strong legitimacy and political clout for the movement. Therefore, the work
currently undertaken with a diversity of disabled people and groups would use different convention
articles as a benchmark, but would also attempt to provide solutions for the practical issues that are
not addressed within this legal framework. Transforming diversity into a strength rather than view-
ing it as a weakness is one such issue, but others, based on the experiences and concerns raised by
disabled people may  emerge. With this in mind, careful attention would be given to including the
‘hard to reach’ and vulnerable groups such as people with intellectual disabilities and to using suit-
able communication and mediation to foster understanding (Llewellyn and Northway, 2008). Such a
process would involve co-construction of a common political agenda stressing the commonality of
disability. Priorities would be shared and through an iterative process, areas of agreement between
disability groups be sought to determine priorities for research and ultimately for policy advocacy.
Opportunities would also be granted for participants to criticise and suggest improvements in the
convention itself.
7. Recognizing and resolving tensions within the deﬁnition of social inclusion
The importance of monitoring the convention and evaluating participation and inclusion in society
cannot be underestimated. Nevertheless, leaving aside the challenges of creating a common disabil-
ity front, fundamental tensions also exist at the heart of the concept of inclusion9, which need to be
recognised in any evaluation of policy. These include the potential polysemy in the different deﬁ-
nitions put forward. In addition, the acceptance of this notion has proved difﬁcult within the French
cultural and sociopolitical context where other terms such as insertion, integration among others have
been traditionally associated with the disability and social work sector. Should inclusion be consid-
ered as a process or as an outcome? May  inclusion be considered as being the positive pole of social
exclusion (Silver, 2010)? Can a society that produces exclusion be reasonably expected to include
people with disabilities within it without fundamental restructuration of well-established social hier-
archies (Labonte, 2004)? Beyond these difﬁcult issues, we also wish to highlight the necessity to take
into account potential tensions between different ways of looking at social inclusion with respect to
what has been termed by the feminist political philosopher Nancy Fraser as policy being founded on
universalistic Kantian inspired redistribution or Hegelian ethics of recognition (Fraser, 2000).
7 Furthermore, the organisers of such fora are happy to invite non-disabled speakers and other experts on minority rights.
8 See: http://www.etatsregionauxinclusion.blogs.apf.asso.fr, accessed on the 2013.07.03.
9 And its usage in different sociopolitical contexts. A detailed examination of the usage of social inclusion in different contexts
goes  beyond the aim of this paper. However, currently the implementation of the social inclusion agenda needs to be considered
within the context of wider welfare models and reforms in Europe, namely the rise of the social investment paradigm and
activation policies, where social inclusion is synonymous with an ability to operate on the employment market. Such policies
may  be coupled with measures aimed at targeting increasingly scarce welfare resources, which may  result in the exclusion of
those who are not deemed vulnerable enough to be entitled to beneﬁts and/or support. Social inclusion policies conceived and
implemented along these lines may  therefore paradoxically lead to the marginalization of disabled people.
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8. Moral purpose of redistribution (Moralität) or ethics of recognition
The politics of difference can be construed as being founded on a redistribution agenda or a recog-
nition agenda (Fraser, 2001). The ﬁrst is founded on Kantian Moralität in relation with our common
humanity, the latter on Hegel and Honneth’s ethics of recognition (Honneth, 1995). Thus, when tack-
ling difference in programmes inspired by a redistribution agenda, the aim is to reduce differences
between people and groups, in short, to favor the abolition of difference (the idea of ‘compensation’
within disability policy whereby individuals are given allowances or aid to compensate their difﬁ-
culties, ﬁts in well with this). In relation to France, such an agenda is inspired by an ethic of social
justice and is highly compatible with a universalistic republican model and indeed is congenial to
a French anthropological a priori position that people are viewed as being similar and equal (Todd,
1994). They are vested with equal rights and duties. On the contrary, one may  adopt a recognition
agenda where the aim is not to abolish difference but to highlight or even celebrate it. Such position
is congenial to an anthropological a priori view of people as essentially different (Todd, 1994). Many
modern day movements from gay pride to deaf culture set out to celebrate their differences rather
than to reduce them in relation to the population or mainstream social groups. Most minority move-
ments draw on resources from both positions, which leads to what may  be envisaged as potentially
paradoxical demands: to be treated as an equal while at the same time demanding speciﬁc individual
treatment. This logical conundrum of course ceases to be less pressing once one places oneself ﬁrmly
in either working within a redistribution agenda or within an ethic of recognition agenda. In the pol-
itics of social justice where non-discrimination is the keystone, a call for speciﬁc treatment becomes
a means for the redistribution of opportunity even if apparently the very action carried out, giving
people preferential treatment through so called afﬁrmative action or positive discrimination, seems
to run counter to a universalistic view of equality for all.
This paradox is suitably and explicitly tackled in the United Nations Convention on the Rights of
People with Disabilities: “Speciﬁc measures which are necessary to accelerate or achieve de facto
equality of persons with disabilities shall not be considered discrimination under the terms of the
present Convention.” (Article 5, clause 4). Nevertheless, unless one is clear about policy aims, it is
easy to ﬁnd considerable tension between different credos underlying social action. Fraser attempts
to resolve this by introducing the concept of ‘participatory parity’.  In this approach, what matters is that
every participant within the political process should have equal status, an equal possibility of voice.
Thus, differences in recognition may  be seen as differences of status and a threat to the possibility of
participation. Fraser further suggests that if one considers “recognition is a remedy for social injustice,
not the satisfaction of a generic human need” (Fraser, 2001, p. 30), then part of tension is removed.
Recognition is recuperated for a Kantian inspired moralität. Nevertheless, one cannot help but feel that
a degree of tension still persists in the case of disability.
9. When redistribution clashes with recognition
As witness to this, let us brieﬂy examine the situation of deaf children, early screening and the
possible treatment of their deafness by cochlear implants in Spain and France. If one examines the
statistics one will see that considerable differences exist between these two countries in relation to
the number of children being ﬁtted with cochlear implants (Fig. 1).
Through considering such data, one could conclude that health care access was worse in France
than in Spain for this minority group. This would be to tackle the problem through adopting a Kantian
inspired reduction of differences between the general population and children being born with certain
types of deafness. But is it so simple to conclude that there is more social injustice at play in France than
in Spain? Undoubtedly, the situation is more complex since if we  were to adopt a Hegelian/Honnethian
inspired celebration of difference, the right to be different, i.e. celebrate being a member of a deaf
community with its culture and language (sign language) (Kermit, 2009), then it would on the contrary
become obvious that lack of health care access (based on utilization of statistics i.e. the number of
disabled people who use the services) in fact, for many deaf people is not the issue, since a positive
choice may  be made by parents to not implant their children, especially if both or one of the parents are
deaf. Applying Sen’s capability approach to the above dilemma may  offer a solution but would place
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Fig. 1. Annual European Enquiry 2007 EURO CIU cited in the dissertation of Alena Kulyapina, Les Nouvelles technologies pour la
surdité infantile : la famille et la société face à des décisions difﬁciles, Faculté de Droit, Université de Rennes 1, 2010.
the onus on individuals to pursue choices which “they have reason to value” (Sen, 1999). Such a choice
may  be difﬁcult for all involved including the health professionals (Kulyapina, 2010) but fundamentally
must remain with the parents who have the duty and responsibility to make an informed decision, by
proxy, for their deaf children.
10. Diversity in a French context
The above example illustrates the tension within discourse and practice when dealing with people
with different representations based on values of what matters to them (Sayer, 2011). Within the
French context founded on equality, which is increasingly inﬂected with a discourses founded on
diversity, it remains to be seen to what extent the right to equal treatment of citizens including people
with disabilities will incorporate the right to be treated as an equal differently (Renaut, 2007). As
Lucien Sfez (1984) has clearly stated transforming a right to “uniformity” into a right to “be different”
is a long process inherent to the equality concept.
With respect to inclusion policy and discourse, it will be vital to clarify and take into account
the tension that is at play between an agenda of redistribution and an agenda of recognition. Any
attempt to characterise or measure inclusion at either individual or societal levels obviously must be
clear about what is to be measured and for what purpose. Fraser (2001) offers what she admits to
be a partial solution in advancing her concept of participatory parity,  which has obvious relevance to
disability policy and the United Nations Convention. However, such tension as we  have illustrated in
our example above may  inevitably be present since issues of empowerment entwine redistribution and
recognition to varying degrees which renders their treatment complex. It will of course be vital to take
this into account in evaluating policy aimed at increasing inclusion but above all it will be necessary to
leave place within our policies for both redistribution and recognition. To quote Boaventura De Sousa
Santos: “We  have the right to be equal whenever difference diminishes us; we have the right to be
different whenever equality decharacterizes us.”10 (Santos, 2001, p. 193).
10 This quote from Boaventura de Santos Sousa was kindly given to us by Paula Campos Pinto following our presentation at
the  Paris meeting on Implementation of the United Nations Convention on the Rights of Persons with Disabilities: Concepts and
Indicators for Inclusive Policies. For this we offer our most grateful thanks.
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11. Conclusion: acknowledging tensions to prepare the ground for inclusion
A number of different examples of tensions and potential sources of conﬂict have been highlighted.
These may  be divided into tensions within the participatory process such as questions related to
disability and identity, priority setting and strategy on the one hand and issues relating to deﬁning
inclusion, notably what values should be upheld in pursuit of social justice on the other. Tensions relat-
ing to the participatory process include differences between the aspirations emanating from the local
participatory process (bottom-up) and priorities ﬁxed at a national level (top-down). Another source
of tension is related to whose views are actually taken into consideration within the participatory
process. What weight should be given to parents and relatives, service providers and disabled people
themselves? This is of particular importance within a French context since the distinction between
organizations for disabled people and of disabled people has long been blurred with long lasting effects
on how policy and services are conceived. Such tensions as mentioned can even exist within the same
organization. As we have described in some detail tensions of course also exist between different dis-
ability organizations especially if they have been traditionally organised around a speciﬁc impairment
or population. These may  be exacerbated in times of budgetary restraint as different organizations seek
funds from the same diminishing source.
On a more conceptual level, we have illustrated different ways of interpreting social justice through
examining the case of cochlear implants. Social justice may  be translated into practice through meas-
ures privileging redistribution and/or recognition. Thus, tensions may  exist at the very heart of
inclusion itself. Fundamentally, this concerns how equality is performed. Inclusion involves equal-
ity of rights notably the right for disabled people to full citizenship. The crux of the matter is that, to
achieve this it may  be necessary to treat different people differently, namely to take speciﬁc measures
on behalf of disabled people. Therefore, equality of opportunity may  imply the necessity for different
treatment. This is related to a longstanding and vexing issue, namely although equality is a rightful
goal for social justice, it should not be equated to uniformity as sole reliance on the latter may  lead
to gross inequality. Acknowledging such tensions within the participatory process on one hand and
tensions at the heart of inclusion itself is in our view a necessary ﬁrst step in order to prepare the
ground for more genuine cooperation between disabled people organizations and ultimately inclu-
sion of disabled people. It must be stressed there are no easy ready-made solutions to such tensions.
Dilemmas do exist. However actual policy, policy implementation and service delivery necessitate the
making of choices that cut through these dilemmas. We  believe that the appropriate way to make such
choices is to base them on the results of a participatory action research process. This should involve
the people affected by such choices i.e. disabled people themselves. These are the very people who
are subject to the impact of policy and on the ground of implementation of decisions. This would offer
disabled people greater opportunity to be involved within the policy making process. Giving appropri-
ate consideration to their views and life experience may  also pave the way  for the questioning of the
‘taken for granted’ and lead to social innovation. Above all, such research embodies the emancipatory
principles at the heart of the United Nations Convention on the Rights of People with Disabilities. It
allows the operationalisation of the fundamental principle that disabled people should have greater
control over decisions affecting their lives.
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